1 Text S1: Search Methodology A literature search was conducted using Medline, the Cochrane Library, and manuscript references for studies published in English between 1950 and July, 2007 that report quantitative or qualitative data on 1) research participants' preferences regarding communication of study results, 2) investigators' attitudes and/or practices regarding communication of research results, 3) the impact of communicating research results on participants, 4) costs of implementing a strategy to communicate research results or 5) the effect of communicating research results on participants' perception of research or investigators. This search identified 29 studies.(4-32)
One manuscript was excluded that used the same data from the same population as another, included study. Quantitative data were not pooled due to significant heterogeneity among study settings, types of clinical research, data collection instruments, and samples. Studies were classified as involving aggregate results, individual results or both. Study authors were contacted to resolve any ambiguities.
A Medline keyword search for "research results" yielded 2105 abstracts. A Medline keyword search for "disclosure OR communication" yielded 157,307 abstracts. A combined search for both of the above yielded 159 abstracts of which 22 were reviewed in depth, and 9 were used.
Searches of the Cochrane Library for "research results," "results of research," and "results from research" yielded no usable references. The remaining included manuscripts were identified by manuscript references, and consultation with experts.
